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Introduction

The National Health Service (NHS) reforms in

the early 1990s emphasized increased patient

choice in health care decision making.1 National

Health Service documents, such as Local Voices,

called for increased dialogue between health

authorities and local communities about the

future of local services which reinforced this

message.2 This theme runs through the 1997

white paper which emphasizes public participa-

tion in health care decision making.3 Thus,

many of the key proposed changes in the organi-

zational structure of the NHS have implications

for greater public and/or patient consultation.

Health authorities, for example, are expected
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Abstract

Background Public involvement in health care decision making and

priority setting in the UK is being promoted by recent policy

initiatives. In 1993, the British Medical Association called for public

consultation where rationing of services was to be undertaken. The

approach to priority setting advocated by many health economists

is the maximization of quality adjusted life years (QALYs).

Typically, for a particular health care programme, the QALY

calculation takes account of four features: (1) the number of

patients receiving the programme, (2) the survival gain, (3) the gain

in quality of life and, (4) the probability of treatment success. Only

one feature, that relating to quality of life, is based upon public

preferences. If the QALY is to be used as a tool for health care

resource allocation at a societal level then it should incorporate

broader societal preferences.

Methods This study used an interview-based survey of 91 members

of the general public to explore whether the traditional QALY

maximization model is a good predictor of public responses to

health care priority setting choices.

Results and conclusions Many respondents did not choose consis-

tently in line with a QALY maximization objective and were most

in¯uenced by quality of life concerns. There was little support for

health care programmes that provided a prognostic improvement

but left patients in relatively poor states of health. The level of

respondent engagement in the survey exercise was not sensitive to

the provision of supporting clinical information.



to involve the public in developing health

improvement programmes; health action zones

are described as o�ering opportunities to

explore new approaches to involving local

people in decisions about the delivery of health

care; and primary care groups (PCGs) are

expected to have e�ective arrangements for

public consultation.

In 1993 the British Medical Association

(BMA), called for public consultation in health

care decision making where rationing of services

was to be undertaken.4 The rationing debate was

epitomized in 1995 by the case of Child B, a

young leukaemia su�erer, whose local health

authority had refused to fund a second bone

marrow transplant. The child's father challenged

the decision of the health authority in the High

Court, which ruled that the decision should be

reconsidered. However, the Appeal Court

upheld the health authority's right to refuse

treatment. The details of the court cases and

whether or not the decision was based on clinical

opinion or was an example of explicit rationing,

are discussed in detail elsewhere.5,6

The debate that followed the Child B case

highlighted two principal views: ®rst, that some

form of rationing is inevitable in a cash limited

NHS, and second, that there should be

more explicit public debate about the principles

and issues concerned in health care resource

allocation decisions.7,8 Incorporating the

public's views as an element in the decision-

making process might help decision makers

tackle the most di�cult areas of resource allo-

cation and ensure they can present appropriate

justi®cation for these decisions. However, the

most appropriate methods for involving the

public have not been established. Citizens' juries

are being tested but the information require-

ments of jurors and the dominance by more

articulate and con®dent members are issues to

be resolved. Other studies have used a simple

market research technique, such as an opinion

poll, but this approach has limitations from an

economist's perspective in that it fails to ade-

quately measure a respondent's intensity of

preference and does not incorporate some

notion of sacri®ce.9 The approach adopted in

the empirical work reported in this paper

attempts to overcome some of the weaknesses of

these other studies in that the nature and level of

the opportunity cost, or sacri®ce, associated

with resource allocation decisions is made

explicit.

The approach to priority setting in health care

promoted by many health economists is the

maximization of quality adjusted life years

(QALYs).10,11 This approach is not without its

critics but represents one set of criteria that

might be considered when discussing rationing

issues, and is the model at the core of the

arguments outlined in this study.

The traditional QALY maximization approach

The traditional QALY maximization approach

combines two forms of outcomes that ¯ow from

health care interventions, namely quality of life

and survival. These two outcomes are combined

into a single index number (life years adjusted for

quality) which is used to compare levels of bene®t

between interventions. The methods used in the

calculation of QALYs are described elsewhere.12

For a particular health care intervention or

programme, the typical QALY calculation

would take account of four features:

· the number of patients receiving the

programme;

· the survival gain;

· the gain in quality of life and;

· the probability of the treatment being

successful.

The intervention or programme that produces

the largest number of additional QALYs, for a

given cost, is considered the most e�cient.

However, the traditional QALY measure has

only one dimension based upon public prefer-

ences (i.e. quality of life).13 In general, there has

been little consideration of distributional pref-

erences and preferences relating to risk in the

health sector. The issue of risk was highlighted

in the Child B case when the question was raised

about the appropriateness of using resources in

cases where the chance of success was very

low.8 Distributional considerations are obvi-

Ó Blackwell Science Ltd 1999 Health Expectations, 2, pp.235±244

Public involvement in health care priority setting, T Roberts et al.236



ously relevant if QALY maximization is to be

viewed as an attempt to maximize health-related

social value, in the sense of society's preferences

for di�erent health-related outcomes.14 For

example, a distribution of bene®ts that resulted

in one individual receiving additional QALYs

might not be viewed as having the same social

value as a larger number of individuals receiving

an equivalent QALY gain.

Key questions

If QALY is to be used as a tool for informing

judgements in health care resource allocation at

a societal level, it is essential that preferences not

just for quality of life but also for the other

components, notably risk and distribution of

bene®ts, are incorporated. Two sets of distribu-

tional concerns can be distinguished:

(1) those relating solely to the number of people

who receive treatment (i.e. preferences for

more rather than fewer bene®ciaries in terms

of a wider distribution of health bene®ts,

regardless of who receives them);

(2) those relating to the personal characteristics

of those who receive treatment (i.e. prefer-

ences to be given to some groups in society

over others).

Williams15,16 has advocated that consider-

ation should be given to personal characteristics

in resource allocation decisions. He argues that:

¼the best way to integrate e�ciency and equity

considerations in the provision of health care

would be to attach equity-weights to QALYs.

QALYs measure bene®ts to health care in standard

units, and equity-weights allow bene®t valuation to

become person-speci®c to the extent that it is

policy-relevant.15

Williams' view on equity in resource alloca-

tion stems from a belief in the `fair innings'

argument: if certain groups in society are not

achieving what society views as a `fair innings',

either in terms of life years or quality-adjusted

life years, then they deserve to be given favour in

terms of access to health care.16 The ®rst set of

distributional concerns, dealing with numbers

receiving treatment, were incorporated in the

design of this study. The second set of distribu-

tional concerns, whilst important and worthy of

investigation, were viewed as beyond the scope

of the study reported here.

Public preferences: an empirical investigation

An investigation of public preferences in the

context of health care resource allocation

decisions was undertaken. The study had two

core objectives. First, it sought to explore

whether the traditional QALY maximization

model is a good predictor of public responses

when the components of the QALY calcula-

tion are made explicit in terms of distribu-

tional issues (i.e. the number of people being

treated) and risk (i.e. the chance of treatment

success). Second, the exercise was designed

to investigate alternative approaches, in terms

of questionnaire design and content, for

conducting public surveys on health care

priority setting issues. Speci®cally, the level of

variation in respondent engagement with the

inclusion or exclusion of clinical information

was explored.

Methods

QALY maximization and public choices

Conjoint analysis methods were employed as a

means of generating scenarios for presentation.

Conjoint methods are widely used in other ®elds

of economics, notably transport economics, and

were employed here to ensure that the choices

presented covered a broad range of trade-o�s

between all components of the QALY calcula-

tion. Previous conjoint analysis studies in health

care have focused on speci®c clinical questions,

such as the management of miscarriage17 or

diagnostic strategies for knee injuries.18 There

have been no similar studies which have adopted

a conjoint analysis framework for eliciting broad

public preferences in health care decision

making.

Four attributes were selected to allow inves-

tigation of the core components of the QALY

model (as de®ned above):
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(1) the chance of success of the intervention

(four levels: 0.1%, 1%, 10%, 50%);

(2) the number of people receiving treatment

(three levels: 1, 10, 100);

(3) survival gains if treatment is successful (two

levels: 1 year, 5 years);

(4) quality of life de®ned using EuroQol EQ-5D

health states (four levels)19;

· full health (tari� 1.00);

· usual activities: some problems/depression:

moderate (tari� 0.893);

· usual activities: unable to perform/depression:

moderate (tari� 0.566);

· usual activities: unable to perform/depression:

extreme (tari� 0.401).

The levels were selected to allow investigation

of a reasonable range within each attribute

whilst being aware of the need to present

scenarios that respondents would see as plau-

sible. However, to limit the number of variables

presented to respondents, a decision was made

to focus only on two components of EuroQol

EQ-5D, namely usual activities and depression/

anxiety. Given that the background to the study

was the case of Child B, the range of attribute

levels was selected to include characteristics

associated with such cases. This dictated the

inclusion of low chances of success, relatively

small numbers of patients, short survival periods

but a wide range of possible quality of life states.

The range of quality of life descriptions re¯ects

the fact that some treatments for people with

serious conditions are associated with `harms'

that represent important adverse consequences

in terms of quality of life.

From the full range of 96 combinations of

attributes and levels, a subset of 16 were identi-

®ed for use in the survey, using an orthogonal

main e�ects design.20 In general terms, the

methods used for the conjoint design were similar

to those reported in other health conjoint anal-

ysis exercises (for example, see Bryan et al.18).

Once the scenarios had been generated they

were discussed by all members of the research

team who de®ned a suitable clinical situation for

each in terms of the disease and associated

intervention. This was considered important,

whether or not the clinical information would be

presented to the public, to allow the research

team, the interviewers and the respondents

to be con®dent that the information being

presented re¯ected clinical situations that might

require prioritization decisions. The 16 scenarios

(de®ned as A to P) were randomly paired to

form eight choices and this procedure was

carried out three times to generate three di�erent

sets of choices and three separate questionnaires.

Summary details of the choices presented are

given in Table 1. The pairing process led to some

choices with a dominant scenario (that is, better

or no worse on all attributes). These dominant

choices were included to allow internal consist-

ency to be assessed. Examples of the scenarios

presented are given in Fig. 1.

An assessment was made of the proportion of

respondents who chose in line with QALY

maximization, and where a large proportion

(arbitrarily de®ned as 30% or greater) chose

against a QALY maximization line, the relevant

choices were examined to establish whether any

particular attribute appeared to be driving the

choice against QALY maximization.

Provision of clinical information

There was uncertainty amongst the research

team about whether or not the clinical details

associated with each scenario should be

presented to respondents. The balance to be

struck was between ensuring that respondents

were engaged by the questions and viewed the

scenarios as plausible (which would tend to

favour providing details of the clinical infor-

mation), and avoiding the inevitable biases in

responses that would be introduced by reference

to speci®c diseases, such as cancer or HIV/

AIDS.

The e�ect of presenting di�erent levels of

clinical information to respondents was therefore

investigated by varying the information available

to three subgroups in the following manner:

· respondents from Group 1 were presented

with all the clinical information relevant to the

scenario;
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· respondents from Group 2 were not initially

presented with the clinical information but if

the interviewer perceived a lack of engagement

or the respondent asked for further informa-

tion then it was provided, and this was

recorded;

· respondents from Group 3 were presented

with no clinical information. If further infor-

mation was requested then this was recorded

but the interviewer did not reveal it to the

respondent.

Refusal by respondents to provide a response

to all choices was used as a proxy for poor

engagement and the three panels were compared

in this respect. The prior expectation was that

groups 2 or 3 would have more refusals than

group 1. Such a result would indicate that the

lack of relevant clinical information resulted in

poorer respondent engagement.

Data collection

Data collection was undertaken using structured

face-to-face interviews conducted by a public

survey company (MORI), using experienced

interviewers. Information was elicited from

respondents by the presentation of the series of

choices involving two alternative health care

scenarios. Each respondent was asked to express

a preference for one of the two options for every

choice. The interviewer read out the scenario

descriptions (see Fig. 1) to respondents who were

able to view a show-card that contained only the

summary information about the choice. The

context described to respondents was one of a

Health Authority facing a situation where it is

unable to fund all it would wish to and so a series

of di�cult choices have to be made. There were

91 randomly selected interviewees. Although a

number of conjoint analysis studies have been

conducted in health care, they have tended to

focus on speci®c clinical questions, such as the

management of miscarriage or diagnostic strat-

egies for knee injuries.17,18 Thus, the nature of

the preferences and the level of variation in

responses expected in this survey was di�cult to

predict. Therefore, an arbitrary judgement on

sample size was made since a formal calculation

was not possible.

The 91 respondents were divided into three

groups, each receiving one of the alternative

Table 1 Summary details of scenarios

Scenario

Number of

individuals

Chance of

success (%)

Survival

(years) Quality of life

A 100 50 5 No problems with usual activities; not anxious or depressed

B 10 50 5 Unable to perform usual activities; extremely anxious or depressed

C 1 50 1 Some problems in performing usual activities; moderately anxious

or depressed

D 10 50 1 Unable to perform usual activities; moderately anxious or depressed

E 10 1 1 No problems with usual activities; not anxious or depressed

F 100 1 1 Unable to perform usual activities; extremely anxious or depressed

G 10 1 5 Some problems in performing usual activities; moderately anxious

or depressed

H 1 1 5 Unable to perform usual activities; moderately anxious or depressed

I 1 10 1 No problems with usual activities; not anxious or depressed

J 10 10 1 Unable to perform usual activities; extremely anxious or depressed

K 100 10 5 Some problems in performing usual activities; and moderately

anxious or depressed

L 10 10 5 Unable to perform usual activities; moderately anxious or depressed

M 10 0.1 5 No problems with usual activities; not anxious or depressed

N 1 0.1 5 Unable to perform usual activities; extremely anxious or depressed

O 10 0.1 1 Some problems in performing usual activities; moderately anxious

or depressed

P 100 0.1 1 Unable to perform usual activities; moderately anxious or depressed
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designs of questionnaires; two groups had 31

respondents each and the other had 29. Age, sex,

ethnicity and socio-economic status were similar

between groups and, broadly re¯ected the

population of a health district in south-east

England.

Questionnaire 1/Panel 1 (clinical details provided):

Q4 A Health Authority is faced with many choices on how to allocate its budget. Imagine a choice involving the

allocation of £20 000 where two options for using these funds have been identi®ed. Given that only one of the

options can receive funding, which option would you support?

Option D Ten people within a health authority have a major blood vessel in the heart that may burst at any time.

Treatment for this condition has a 1 in 2 chance of being successful (so 1 in every 2 treatments will fail). If it is

successful, people would be expected to live for 1 year. However, they will be unable to perform their usual

activities and will be moderately anxious or depressed. Without treatment, or if treatment is not successful,

people are not expected to live more than a few weeks.

Option K One hundred people within a health authority are at a high risk of multiple strokes. Treatment for this

condition has a 1 in 10 chance of being successful (so 9 in every 10 treatments will fail). If it is successful,

people would be expected to live for 5 years. However, they will have some problems with performing their

usual activities and will be moderately anxious or depressed. Without treatment, or if treatment is not

successful, people are not expected to live more than a few weeks.

Questionnaires 2 and 3/Panels 2 and 3 (no clinical details provided):

Q4 A health authority is faced with many choices on how to allocate its budget. Imagine a choice involving the

allocation of £500 000 where two options for using these funds have been identi®ed. Given that only one of

the options can receive funding, which option would you support?

Option H One hundred people within a health authority have a medical condition. Treatment of this condition has a 1 in

1000 chance of being successful (so 999 treatments out of 1000 will fail). If it is successful, people would be

expected to live for 5 years. However, they will be unable to perform their usual activities and will be

moderately anxious or depressed. Without treatment, or if treatment is not successful, people are not

expected to live more than a few weeks.

Option P One hundred people within a health authority have a medical condition. Treatment for this condition has a 1 in

1000 chance of being successful (so 999 out of 1000 treatments will fail). If it is successful, people would be

expected to live for 1 year. However, they will be unable to perform their usual activities and will be mod-

erately anxious or depressed. Without treatment, or if treatment is not successful, people are not expected to

live more than a few weeks.

Option D 1

Option K 2

Other 3

Refused 4

Don't know 5

Option H 1

Option P 2

Other 3

Refused 4

Don't know 5

Figure 1 Example scenarios.

Ó Blackwell Science Ltd 1999 Health Expectations, 2, pp.235±244

Public involvement in health care priority setting, T Roberts et al.240



Results

Of the 91 respondents in this survey, 46 were

female. The mean age of the whole group was

44 years (range: 16±78). Most (73/91) indicated

that their current health was either `very good'

or `good', and most (61/91) did not have a long-

standing illness, disability or in®rmity. One

respondent failed to provide data on all eight

choices, providing answers for just ®ve of the

eight choices included in the questionnaire. The

maximum number of data-points, in terms of

responses to choices, which would have been

available from the study was 728 (i.e. if all 91

respondents had completed all 8 choices); the

total number provided by respondents was 725.

For each of the choices posed to respondents,

the expected QALY gain was calculated for each

scenario and so the choice that would be made

by respondents adopting a strict QALY maxi-

mization line was established. In both groups 1

and 2 one of the eight choices had scenarios with

the same QALY score and so it was not possible

to identify a QALY maximizing option. This is

shown in Table 2 along with the actual choices

made for each question. It is clear that for some

of the choices, many of the respondents did not

choose in line with a QALY maximization

approach. For all choices, the range is from as

low as only 23% following a traditional QALY

line to as high as 93%. Where the QALY

di�erence between the scenarios was very large

Table 2 QALY maximization and public

choices: results QALY difference between

scenarios (not discounted)

QALY-maximizing

choice

Proportion following

QALY maximization

Panel 1

D vs. K )41.820 K 0.70

C vs. G 0.000 ± ±

I vs. O 0.091 I 0.58

L* vs. H 2.802 L 0.87

E vs. F )0.301 F 0.38

B vs. P 9.968 B 0.61

J vs. M 0.351 J 0.41

A vs. N* 249.998 A 0.93

Panel 2

G vs. C 0.000 ± ±

P vs. J )0.344 J 0.51

K vs. M 44.600 K 0.77

H vs. A* )249.972 A 0.93

D vs. B )7.195 B 0.67

E vs. F )0.301 F 0.23

O vs. L )2.821 L 0.76

N vs. I )0.098 I 0.86

Panel 3

H vs. P )0.028 P 0.89

F vs. B )9.624 B 0.89

D vs. E 2.730 D 0.58

A vs. K* 205.350 A 0.93

I vs. G )0.347 G 0.62

C vs. O 0.438 C 0.65

J vs. N 0.399 J 0.82

L vs. M 2.780 L 0.51

*Represents a choice where one option was `dominant'. Panel 1, clinical information

provided; Panel 2, clinical information only provided if requested; Panel 3, no clinical

information provided.
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(i.e. in excess of 200 QALYs) then nearly all

respondents (93%) in all panels followed the

QALY maximization line. However, even for

those choices where the QALY di�erence was

still quite large (i.e. between ®ve and 10

QALYs), almost 30% of respondents did not

choose in the way predicted by a QALY maxi-

mizing line. Thus, in general terms, the data

indicate that a substantial proportion of

respondents did not view QALY maximization

as the appropriate objective in the resource

allocation exercise.

The level of support for a QALY maximiza-

tion line was compared between the three

groups. For Group 1 where clinical information

was provided, in only two (of the eight) choices

did 70% or more of respondents choose in line

with QALY maximization. However, in groups

2 and 3 where limited or no clinical information

was provided, for four (of the eight) choices,

70% or more of respondents chose in line with

QALY maximization. This ®nding provides

some support for the hypothesis that respon-

dents were likely to be highly in¯uenced by the

provision of clinical information and so chose

against a QALY maximization line. This

hypothesis was supported by anecdotal evidence

from the interviewers, who explained that the

clinical information appeared to induce an

emotional and not a considered response. For

virtually all of the choices in groups 2 and 3

where fewer than 70% of respondents chose in

line with QALY maximization, the scenario that

was chosen was superior in terms of quality of

life. Thus, it appears that the principal driver of

choices against QALY maximization in groups 2

and 3 was the level of the quality of life attribute.

Respondents were, in general, reluctant to

support programmes that left patients in poor

states of health, even where the other attributes

were more favourable.

The level of engagement of respondents in this

survey did not appear sensitive to variation in

the levels of clinical information provided. All

three groups had high completion rates and,

thus, we assume high levels of engagement.

Again, this was strongly supported by anecdotal

evidence from the interviewers during the inter-

view debrief meeting. Of the 31 respondents in

group 2, only one was given additional clinical

information. Thus, from the evidence of this

study there seems little to be gained from

providing supporting clinical information to

respondents in such surveys. Four dominant

choices were included in the survey (at least one

in each version of the questionnaire). In total, six

respondents `failed' the consistency test and

chose an alternative that was by de®nition

`inferior'. The six were distributed evenly

between the three groups. If such `failures' can

be taken as a proxy for poor responder

engagement then again it would appear that the

failure to provide additional clinical information

did not lead to poor engagement and is a further

argument for not providing such information.

Discussion

The ®rst main objective of our study was to

explore the traditional QALY maximization

model and to establish whether or not it was a

good predictor of public responses when the

components of the QALY were made explicit in

terms of distributional issues and risk. The main

message to emerge from the empirical work

reported in this paper is that, in general terms,

many of the respondents did not choose in line

with QALY maximization. Whilst the level of

this inconsistency with a QALY maximization

line varied to some degree with the magnitude of

the di�erence in QALYs between the options, it

would not be reasonable to attribute inconsis-

tencies to respondent error. The ®ndings provide

corroboration for the similar results found in

other surveys conducted by Nord and col-

leagues.21 It, thus, con®rms the need for further

empirical work which would provide a test of the

hypotheses generated in this study relating to

why respondents were not choosing in line with

QALY maximization. For example, since quality

of life issues appeared to be a driving factor

in choices against QALY maximization, the

robustness and implications of this ®nding

need to be explored in further work. It would

appear that the level of quality of life that

patients might be expected to achieve following
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treatment is viewed as an important issue in its

own right. Thus, there was little support for

health care programmes that left patients in

relatively poor health states, even though this

represented a prognostic improvement. In

general, this study highlights the importance of

the constituent components of the QALY model

being more fully based on public preferences.

The second main objective of our study was to

investigate alternative approaches to question-

naire design and content for conducting public

surveys on health care priority setting issues.

Empirical work along the lines of that reported

here, which investigates public preferences for

health-related outcomes, is faced with a di�-

culty relating to respondent engagement. A

choice has to be made between providing

respondents only with information on the key

attributes of interest, such as survival and

quality of life, and providing additional

supporting details in terms of clinical conditions,

age of patients, nature of the interventions, etc.

The advantage of providing only the bare facts is

that the pure respondent preferences for the key

attributes are elicited and they are not confused

by the extraneous supporting information.

However, this is only achieved if respondents are

highly engaged in the exercise and, thus, their

stated responses to the hypothetical questions

truly re¯ect their underlying preferences that

would be revealed if they were in a position to

make such decisions. The concern is that the

arti®cial nature of the exercise negates the

revelation of true preferences, and so perhaps it

is better to provide supporting details which will

`muddy the waters' but provide a truer re¯ection

of preferences. This study provides no support

for the provision of additional clinical informa-

tion; the respondents appeared to be highly

engaged in the exercise when no clinical infor-

mation was provided.

A weakness of the survey approach reported

in this paper is the reliance upon quantitative

methods and approaches in data collection and

analysis. Others have suggested that public

preferences regarding health outcome and

distributional issues are not immediately

accessible and are open to manipulation by the

way the questions are framed.22 If this is the

case, there exists an important role for quali-

tative work in this area at three levels. Firstly,

at the questionnaire design stage, in-depth

discussions with potential respondents would

help to explore the extent to which there is

misunderstanding in the way the questions are

framed, and such discussions could investigate

whether true preferences are being accessed by

the questions posed. Secondly, qualitative work

at the preference elicitation stage might allow

more considered and well-informed preferences

to be revealed, especially if that were to happen

as part of a group exercise. Thirdly, qualitative

methods have an important role in the inter-

pretation of the results of questionnaire-based

studies, in terms of helping to understand the

meaning of the results and to begin to explore

the factors that are driving the results.

However, the resource constraints within which

health research has to be conducted inevitably

implies striking a balance between eliciting

considered preferences from a small well-in-

formed group and eliciting less well considered

preferences from a larger, more representative,

sample.
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